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Dear Dr. Njoo,

On February 13, 2026, the Canadian Association of Neuropathologists learned that the Creutzfeldt-Jakob
disease (CJID) Neuropathology Program—centralized at the University of Ottawa within Neuropathology
Laboratory Services—had ceased receiving Public Health Agency of Canada (PHAC) funding for new
cases, effective immediately. This decision was not communicated in advance to participating institutions
or stakeholders and came as a complete surprise.

CJD is a universally fatal disease that requires strict infection-control measures. While tests during life
such as the cerebrospinal fluid EP-QuIC test from the National Microbiological Laboratory in Winnipeg
are helpful, they cannot subdivide between subtypes of Creutzfeldt-Jakob disease, as these tests are
'unidimensional' tests. Thus, multidimensional pathological confirmation remains the diagnostic gold
standard for prion diseases, as it recognizes subtypes of CID that are poorly identified by CSF tests. This
was underscored with the very recent diagnosis by pathology of genetic/inherited CID in a patient who
had been 'ruled out to have CJD' by CSF testing.

Established in 1998, the CIJD Neuropathology Program centralized rare expertise and costly containment
infrastructure in Ottawa under federal oversight. It has been a cornerstone of Canada’s world-class CJD
Surveillance System—initially under Health Canada and later under PHAC. Because the federally
coordinated model led provinces and territories to rely on this national service for neuropathological
diagnosis, they now depend on a capacity they did not build and cannot readily replace.

The program provides essential national support to deceased patients and their families through autopsy
services, and to living patients through brain biopsy assessment—often to exclude CID as the cause of
neurological disease. Genetic variants of CID frequently go undetected because of the disease’s rapid
course, and blood samples for genetic testing are often not obtained before death. Access to autopsy
and frozen brain tissue is therefore critical for post-mortem genetic testing following neuropathological
confirmation. Without an autopsy program, families will lose the opportunity to learn of their inherited
risk—affecting reproductive decisions and potentially creating legal exposure for the federal government
for discontinuing this assessment pathway.

Beyond its clinical importance, the program provides critical data to provincial, territorial, and federal
public health authorities. Its central role in confirming that Canada has no domestically transmitted
variant CJD supports the World Health Organization’s “negligible BSE risk” designation—a status vital to
international confidence in Canadian (and particularly Albertan) beef exports. Discontinuing the program
may jeopardize that standing.

The program has also delivered broader public health benefits. Most notably, in 2020 it provided the
earliest recognition that the so-called New Brunswick Neurological Syndrome reflected misdiagnoses by
a single clinician. Earlier action on this information could have prevented harm to as many as 450
individuals and would have avoided substantial provincial and federal expenditures on repeated
investigations.
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From the perspective of the Canadian Association of Neuropathologists, eliminating funding for this
centralized program is short-sighted. Replicating equivalent infrastructure across provinces and
territories would be more expensive and time-consuming. Even if decentralization were preferred,
building the required expertise and facilities would likely take years—leaving patients since February 13,
2026, without access to essential diagnostic services.

The Canadian Association of Neuropathologists is prepared to provide expert input and engage in policy
dialogue with the relevant agencies to support evidence-informed decision-making on this matter.

Sincerely,
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Dr. Cynthia Hawkins Dr. Veronica Hirsch-Reinshagen
CANP President CANP Secretary-Treasurer
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